A descriptive study was conducted to determine the information needs of American Indian (AI) and Alaska Native (AN) cancer survivors and assess satisfaction with and acceptability of telehealth support group services for cancer survivors in AI and AN rural communities. AI and AN cancer survivors were asked to complete the Telehealth Satisfaction Survey and two open-ended questions, one regarding information needs and one seeking comments and suggestions about cancer support group meetings. Thirty-two surveys were returned. Information about nutrition during treatment and treatment-related side effects were the most sought after topics. Participants valued the opportunity to interact with other AI and AN cancer survivors who also lived in remote locations and the usefulness of the information presented. The link with geographically distant survivors was valuable to participants as they felt they were no longer alone in their cancer experiences. Determining survivors' information needs provides meaningful topics for future support group education. Telehealth is a viable way to facilitate cancer support groups to AI and AN cancer survivors in rural communities.
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At a Glance
F Support groups delivered by videoconferencing bridge geographical distances and increase access to support groups in rural communities.
F Assessing information needs of participants is essential in providing a culturally congruent support group.
F Rural American Indian and Alaska Native women with cancer express satisfaction with support groups delivered by videoconference.
S
upport groups for people with cancer are a well-documented, evidence-based intervention for dealing with the psychological effects of a cancer diagnosis and treatment and for providing information for follow-up care (Andersen, 2002; Classen et al., 2001; Dolbeault et al., 2009; Fobair et al., 2002; Gottlieb & Wachala, 2007) . Support group participants report gaining a sense of community and unconditional acceptance in addition to receiving information about their cancer, treatment, and self-care (Ussher, Kirsten, Butow, & Sandoval, 2006) . However, support groups for people with cancer often are not available in rural areas, particularly in rural American Indian (AI) and Alaska Native (AN) communities (U.S. Department of Health and Social Services, 2006) . The purpose of this program evaluation is to determine the information needs of AI and AN cancer survivors living in rural communities and to explore these survivors' satisfaction with telehealth facilitation of support group meetings. This material is protected by U.S. copyright law. Unauthorized reproduction is prohibited. To purchase quantity reprints, please e-mail reprints@ons.org or to request permission to reproduce multiple copies, please e-mail pubpermissions@ons.org.
Access to Support Groups in Rural Communities
Rural residents usually travel great distances to receive cancer treatment. For example, residents in rural western Washington frequently obtain specialty and subspecialty health care in Seattle. Their trips often require two to five hours of travel by automobile and ferry or by small aircraft, with round-trip costs ranging from $50-$200 (Olson & Simmons, 2005) . In Alaska, many rural communities are separated by vast mountain ranges, stretches of tundra, glaciers, impassable river systems, and open waters, with 80% of AN villages not linked by a road system. The distance from many Alaskan communities to the nearest medical facility is comparable to the distance from New York to Chicago. Travel costs for these rural patients to access services not available at rural tribal clinics are substantial, ranging from $100-$1,200 (U.S. Department of Health and Human Services, Indian Health Services, 2010). The combination of travel costs, loss of income from missed work, and childcare costs can create a large economic burden for rural patients receiving health care in an urban setting.
Te l e h e a l t h h o l d s promise as a new strategy to address follow-up care and quality-of-life needs for rural cancer survivors. This modality can bridge geographic distance and increase access to care in rural settings. Several studies have demonstrated high levels of participation and satisfaction with cancer support groups conducted over the telephone or Internet (O'Brien, Harris, King, & O'Brien, 2008; Winzelberg et al., 2003) . In addition, the feasibility of using videoconferencing to facilitate support groups for people with cancer in rural areas has been studied with 27 women with breast cancer in northeastern California (Collie et al., 2007) . The women showed a clinically significant improvement in depression and in symptoms of post-traumatic stress disorder. In Lounsberry, Macrae, Angen, Hoeber, and Carlson (2009) 
Cancer Prevalence
Cancer is the second-leading cause of death for AIs older than age 45 (U.S. Department of Health and Human Services, Indian Health Services, 2010) and the leading cause of death for ANs older than age 45 (Lanier, Kelly, Maxwell, McEvoy, & Homan, 2006) . Based on data from the National Cancer Institute, the Centers for Disease Control and Prevention, and the North American Association of Central Cancer Registries, and mortality data from the National Center for Health Statistics, cancer incidence rates show a decrease in all races in both men and women except AI and AN women, for whom rates were stable (Jemal, Siegel, Xu, & Ward, 2010) . Among AIs and ANs living in Indian Health Services Contract Health Service Delivery Areas, incidence and mortality rates decreased in men but remained stable in women from 1997 (Edwards et al., 2010 . Breast, colorectal, lung, and uterine cancer were among the top five cancers among AI and AN women .
The cancer-related health disparities experienced by AI and AN communities are among the most striking of any minority group in the United States and are largely attributable to poverty, economic oppression, lack of access to continuous high-quality care, and lack of opportunities for health-promoting behaviors (Burhansstipanov, 2005; Burhansstipanov & Hollow, 2001; Institute of Medicine, 2002; Warne, 2006) . Many AIs and ANs live on reservation lands or in remote rural areas and their primary health care is provided either by a tribe-operated health program or by the Indian Health Service (Wiggins et al., 2008) . After receiving cancer treatment in an urban center, many AIs and ANs return to their home communities and reenter healthcare systems that are overburdened and severely underfunded (President's Cancer Panel, 2003) . As AI and AN cancer survivors transition from active treatment to follow-up care in rural home communities, the need for local support arises. The Institute of Medicine concluded that comprehensive, coordinated, long-term support of cancer survivors was the exception rather than the norm in the United States, particularly for rural AI and AN cancer survivors (Hewitt, Greenfield, & Stovall, 2006) .
American Indian and Alaska Native Cancer Survivor Issues
In Native American Cancer Survivors' Support Circles, a California-based project, survivors selected topics to be presented at support circles to ensure that the topics were relevant to urbanand rural-based AI survivors (Weiner, Burhansstipanov, Krebs, & Restivo, 2005) . The topics selected included providing an overview of cancer among AIs; sharing personal reactions to cancer treatments; discussing cancer with providers; talking with family about the cancer experience; discussing dreams; and learning about diet, nutrition, and exercise. The survivors also chose the format for a ceremony at the end of each circle meeting. Survivors attending the National Native American Cancer Survivors'/ Thrivers' Conference (Pelusi & Krebs, 2005) identified other pertinent issues for support group topics, including palliative care, common drug side effects, peripheral neuropathy, the ability to concentrate and comprehend, how to obtain second opinions, and how to access screening, treatment, and education.
In summary, among AIs and ANs, a number of cancer health disparities exist. One of the disparities is a lack of access to culturally congruent cancer support groups for rural AIs and ANs. Understanding the information needs of AIs and ANs would provide valuable information about what topics are relevant for AI and AN cancer survivors. In addition, videoconferencing has been used with success to facilitate support groups; however, the satisfaction with videoconferencing has yet to be explored among rural AI and AN cancer survivors. Therefore, the authors also wanted to evaluate the satisfaction with facilitation of support group meetings via videoconferencing.
Methods
The authors used a cross-sectional, descriptive study design to survey AI and AN cancer survivors living in rural communities
The distance from many Alaskan communities to the nearest medical facility is comparable to the distance from New York to Chicago.
to provide an evaluation of support group programs, the survivors' information needs, and the use of telehealth to facilitate support group meetings. Approval was granted from the appropriate tribal bodies and the human subjects committee of the participating university.
Support Group Sites
Twelve support group meetings were conducted from February 2008 to September 2009. The groups took breaks for winter holidays and summer activities. Altogether, 25 rural tribal sites in Washington and Alaska participated, with a mean of six sites participating in each meeting. Attendance from several sites ranged from 6-57 survivors per support group meeting, with a mean of 36 survivors joining each meeting. Survivor attendance at each site ranged from 2-11 individuals. The distance from each remote site to the nearest available in-person support group ranged from 39-1,190 miles. Three sites were not linked by a road system and air travel was the only way to reach the nearest in-person support group. Four additional sites had connecting roads, but they were passable for only a few months out of the year. From these sites, travel by road to the nearest in-person support group would take more than 24 hours.
The remote sites were hosted by individual AI and AN communities. Each support group meeting was led by a facilitator located at one of three different urban sites: the Alaska Native Tribal Health Consortium in Anchorage, the University of Washington in Seattle, and the Fred Hutchinson Cancer Research Center in Seattle. Videoconference equipment was most commonly set up in a rural tribal clinic conference room where participants could join group meetings. Some of the local support group coordinators were trained to use the videoconferencing equipment while other sites had information technology staff available to help set up the equipment. A technical expert at the university site also was available to help with technologic issues. Ethical considerations (i.e., patient confidentiality in regard to being viewed on a television screen) regarding the use of telehealth technology are addressed in Demiris, Doorenbos, and Towle (2009) .
Support Group Content
Support group meetings lasted two hours and usually were held monthly. Participants included survivors, their caregivers, and family members. At each site, a local support group coordinator participated in the meeting; some of the coordinators were trained professionals (e.g., nurses, social workers) and others were local tribal members who were cancer survivors. The content of the meetings varied and included group counseling, education programs such as modules from Cancer 101: A Cancer Education and Training Program for American Indians and Alaska Natives (Hill et al., 2010) , and other educational presentations by content experts.
Developed in 2002, Cancer 101 was the result of collaborations among the Northwest Portland Area Indian Health Board, Spirit of EAGLES (Education, Advocacy, Grants, Leadership, Elders, and Survivors) and the National Cancer Institute-sponsored Cancer Information Service-Northwest Region (Hill et al., 2010) . Cancer 101 can be adapted to meet an individual survivor's needs and is targeted at community members and staff and community health representatives of the Indian Health Service. The curriculum includes seven learning modules that cover (a) an overview of cancer concerns among AI and AN populations, (b) a basic explanation of cancer, (c) cancer screening and early detection, (d) cancer diagnosis and staging, (e) cancer risks and risk reduction, (f) the basics of cancer treatment, and (g) support for patients and caregivers. Each learning module can be presented in 30-40 minutes.
Other topics for the program's support group meetings were determined by asking participants at the first meeting to identify desired education offerings. Responses included presentations by content experts about pain management, psychological support, and clinical and legal end-of-life issues.
At each site, a video teleconferencing system was used to join the support group meetings. All sites dialed into a video teleconferencing bridge, which connected all of the sites together simultaneously to create a multipoint conference. At each site, the video teleconferencing equipment, which includes a camera to capture the images of the participants in the room, is connected to a television monitor through which participants could watch and listen to the presentation and discussion. A voice-activated system was used so that the bridge automatically captured the image from the site where a participant was speaking. So, for example, during the didactic portion of the meeting, all sites and participants could see the speaker as he or she presented from the host site. However, during the discussion portion of the meeting, the bridge automatically switched to capture the image of whomever spoke, no matter if that individual was at the host site or one of the participant sites. Participating sites connected to the bridge either via ISDN lines or an Internet connection. Through interactions over a course of several months, participants from western Washington and throughout Alaska began to develop a level of comfort and trust with each other.
Procedures
After the fifth support group meeting, support group coordinators approached a convenience sample of the 50 survivors who attended that meeting and asked if they would complete a survey. The survey was administrated online, by telephone, in person, or by mail to allow for maximum participation and to accommodate varying literacy levels. The survey consisted of demographic questions, the Telehealth Satisfaction Survey (Health Canada, 2007) , and two open-ended questions. The Telehealth Satisfaction Survey consists of six Likert-type items with a range from lowest (1) to highest (5) satisfaction with telehealth. Two additional items asked about the distance and time needed to attend a support group meeting not conducted via telehealth.
Of the two open-ended questions, one asked participants what topics they would like to learn more about and the other asked for comments or suggestions about the support group meetings.
Analysis
The authors used descriptive statistics, including counts and percentages for binary and categorically scored data, and means and standard deviations for continuously scored data. All analyses were conducted using SPSS ® Statistics, version 18.0.
The authors analyzed responses to the open-ended questions using a topical data analysis technique (Sandelowski & Barroso, 2003) . Atlas/ti ® , version 6.0, was used for data management and analysis, to develop an initial coding scheme, and to augment the scheme with additional codes identified from responses. Responses were independently coded by two investigators who met to discuss the codes and differences in application.
Discrepancies were resolved through discussion and agreement between the coders. After the initial round of coding was completed, two investigators generated reports on the broad domains of interest and then read the coded responses to identify the range of responses within each domain (Ayres, Kavanaugh, & Knafl, 2003) . To ensure the trustworthiness of the analysis, the authors shared interpretations of the responses with the participants, obtained feedback, and adjusted the summary to include participants' comments and recommendations.
Results
Thirty-two out of 50 (64%) AI and AN cancer survivors returned the survey. The mean age of respondents was 53 ± 11 years. All of the respondents in this program evaluation were women, 20 (63%) were married, and 27 (84%) had completed high school. Twenty-seven survey participants (84%) had a diagnosis of latestage cancer, with 11 (34%) reporting breast and 9 (28%) lung cancer. Various other types of cancer also were reported (38%; n = 12). Figure 1 shows the top 10 informational needs identified by the survey. Nutrition, identified by 100% of survey participants, was the information need of greatest interest. Related topics included food preparation, food superstitions, and foods to eat during cancer treatment. Other top informational needs were side effects during treatment, general cancer education, and cultural issues related to cancer. Responses to items on the Telehealth Satisfaction Survey are shown in Table 1 . Participants reported a high level of satisfaction with the facilitation of support group meetings by videoconference. Participants reported greatest satisfaction with the ability to interact with AI and AN cancer survivors from other rural tribal communities in Washington and Alaska.
Discussion Information Needs
Determining the information needs of AI and AN cancer survivors is important for planning support groups that will be relevant and useful. The Cancer 101 curriculum covers most of the top 10 information needs identified by participants, including general cancer education, causes of cancer, cancer treatment, and side effects during treatment. Additional education topics requested by participants included nutrition, cultural issues, faith and spirituality, telling others about cancer, palliative care, and complementary therapies. Nutrition was the top information need identified by the participants as well as by previous research with support group participants (Weiner et al., 2005) . Support group participants from Weiner et al. (2005) also identified a need for information on talking with family about the cancer experience, which matches the current study's participants' request for information on how to tell others about cancer. The findings suggest that developing Cancer 101 learning modules on nutrition and on communicating about cancer may benefit AI and AN support groups who use the program. Another topic that may benefit AI and AN cancer survivors is palliative care, which also was identified as an information need by survivors attending the national Native American Cancer Survivors'/Thrivers' Conference (Pelusi & Krebs, 2005) . The participants in the current study identified additional information needs around culture, complementary therapies, and faith and spirituality.
Satisfaction With Telehealth
Overall, program participants were satisfied with the telehealth facilitation of support groups. Connecting with other cancer survivors was very valuable to the participants, perhaps because in small, isolated rural communities, survivors typically are few in number. By seeing and hearing other AI and AN cancer survivors, participants realized they were not alone. The results are consistent with those reported for other cancer support groups facilitated by videoconference (Collie et al., 2007; Lounsberry et al., 2009 ). In addition, participants were satisfied with the audiovisual quality of the videoconferences. The presence of an on-site support group coordinator who was knowledgeable about the technology may have enhanced satisfaction.
Participants
All of the support group participants were women. This program's lack of male participants may be related to cultural differences in self-expression or to discomfort with mixed-gender groups. Based on participant feedback, the Native American Cancer Survivors' Support Circles convened circles of men and women separately to protect modesty and privacy (Weiner et al., 2005) . Other studies have found that female AI cancer survivors relied on more expressive types of social support than did male AI cancer survivors (Bauer, Englert, Michalek, Canfield, & Mahoney, 2005) . However, gender differences in support group participation also have been reported in studies among predominantly Caucasian, middle-class, educated, and younger participants (Gottlieb & Wachala, 2007; Sherman et al., 2008) .
The types of cancer reported by survivors participating in the support groups appeared to represent those of the greater AI and AN population. The most common diagnoses, breast and lung cancer, also are among the most common cancers in AI women in all regions of the United States except the Southwest (Wiggins et al., 2008) . The late stage of diagnosis prevalent among participants reflects national statistics that AI and AN women are commonly diagnosed with late-stage cancers.
Limitations
This program evaluation has several notable limitations. First, the survey sample was small and included AI and AN cancer survivors from only two states, so findings may not be applicable to the broader AI cancer survivor community. In addition, the well-known shortcomings of self-reported data can result in biases from the ordering of questions, questions being misunderstood, and inaccurate responses; self-reported survey data may not capture the essence of complex experiences or issues (Polit & Beck, 2008) . Also, the participating support group participants were self-selected and, therefore, not representative of national AI and AN populations. Research on self-selected cancer support group participants has found that participants tend to be more optimistic and, therefore, more likely to benefit from a group experience than patients with cancer who do not participate in support groups (Shou, Ekeberg, Karesen, & Sorensen, 2008) . Self-selected participants also may be more comfortable with technology than those who choose not to participate (Lounsberry et al., 2009 ). Lastly, this program evaluation reflects only female AI and AN cancer survivors' information needs and satisfaction with telehealth; therefore, the authors' findings are applicable only to women's support groups. Future research should address the information needs of male AI and AN cancer survivors and their level of satisfaction with support groups facilitated by videoconference.
Conclusions
An important role of the oncology nurse is to provide patients suffering from cancer with pertinent information and assistance with coping. The authors' program evaluation identified the information needs of female AI and AN cancer survivors who participated in support group meetings. Information needs such as nutrition and telling others about cancer, which was found to be frequently endorsed by the participants, had not been included in the original list of topics selected for meetings. Assessing participants' information needs is a key first step to planning and delivering effective AI and AN cancer support group services. Videoconferencing was found to be a viable method for facilitating support group meetings to rural AI and AN communities. Telehealth should be considered when planning support groups for AI and AN cancer survivors who cannot easily access in-person support groups because of geographic isolation. Results suggest that AI and AN cancer survivors were satisfied with support groups convened by videoconferencing. The ability to interact with other cancer survivors helped participants feel that they were not alone.
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